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Abstract  
Females often receive Autism Spectrum Condition (ASC) diagnoses later than 
males, leaving needs misunderstood. This study aimed to explore the lived experiences 
of female adults diagnosed with an ASC in middle to late adulthood. Eleven autistic 
females diagnosed over the age of forty years completed semi-structured interviews, 
analysed using Interpretative Phenomenological Analysis (IPA). Four superordinate 
themes emerged: A hidden condition (pretending to be normal and fitting in; mental 
health and mislabelling); The process of acceptance (initial reactions and search for 
understanding; re-living life through a new lens); The impact of others post-diagnosis 
(initial reactions; stereotyped assumptions); A new identity on the autism spectrum 
(negotiating relationships, connections and community; changing well-being and views 
of the self; the meaning of diagnosis). Findings highlight several factors not previously 
identified that affect late diagnosis in females, including widespread limited 
understandings of others. Diagnosis was experienced by several participants as 
facilitating transition from being self-critical to self-compassionate, coupled with an 
increased sense of agency. Participants experienced a change in identity that enabled 
greater acceptance and understanding of the self. However, this was painful to adjust to 
at such a late stage. 
Keywords 
Autistic female; middle to late adulthood; autism diagnosis; Interpretative 
Phenomenological Analysis 
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Introduction 
Receiving a diagnosis on the autism spectrum is an important milestone in an 
LQGLYLGXDO¶VOLIH. However, the diagnostic process can be experienced as challenging 
and arduous (Crane et al., 2018). A recent survey indicated that less than half of adults 
UHFHLYLQJDQDXWLVPGLDJQRVLVLQWKH8.ZHUHHLWKHU³YHU\´RU³TXLWH´VDWLVILHGZLWKWKH
process (Jones et al., 2014). Diagnosis typically occurs later for females compared to 
males, particularly for females who are of average to above average intellectual ability 
(Begeer et al., 2013; Siklos & Kerns, 2007). Understanding gender differences and 
lifespan issues have been identified as priority areas for research by autistic adults 
(Pellicano et al., 2014). Work on understanding the experience of being autistic has 
been emerging in recent years (see DePape & Lindsay, 2016 for a review) though to 
date, there has been little research that specifically focuses on older females. Hence, 
their experiences and needs are not currently well understood.  
There is strong evidence that the experience of being autistic differs between 
males and females (Gould, 2017; Lai & Baron-Cohen, 2015). Approximately three 
times more males than females are currently diagnosed (Loomes et al., 2017). It has 
been suggested that there is potential for females to be underdiagnosed based on 
traditional assessments (Knickmeyer et al., 2008; Rynkiewicz et al., 2016). It is 
problematic that knowledge and conceptualisations of Autism Spectrum Conditions 
(ASC) are largely derived from male samples (Gould & Ashton-Smith, 2011; Kreiser & 
White, 2014; Mandy et al., 2012) and there is emerging evidence that females are more 
OLNHO\WRµLQWHUQDOLVH¶WKHLUGLIILFXOWLHVSUHVHQWLQJDVDQ[LRXVSDVVLYHGHSUHVVHGRUZLWK
eating difficulties (Attwood, 2007; Mandy et al., 2012). Furthermore, females often use 
FRPSHQVDWRU\VWUDWHJLHVWRµPDVN¶RUµFDPRXIODJH¶WKHLUGLIILFXOWLHV (Hull et al., 2017; 
Tierney et al., 2016)DOORZLQJWKHPWRµEOHQGLQ¶WRVRFLDOVLWXDWLRQVZLWKK\SRWKHVLVHG
functions including aiming to reduce shame or bullying and attempting to cope with the 
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social world (Bargiela et al., 2016). This can take significant cognitive and emotional 
effort and impact negatively on mental health (Bargiela et al., 2016) particularly if 
camouflaging is engaged in across multiple contexts or if an individual is engaged in 
switching between camouflaging in some contexts but not in others (Cage & Troxell-
Whitman, in press). Thus, based on historical understandings of ASC, the needs of 
females are often difficult to recognise and may appear subtle, or not prototypically 
autistic, to GPs and educators who are responsible for referring individuals for 
assessment.  
Despite recent increased interest in reporting the experience of autistic adults, to 
date there has been very little research specifically on aging and autism (Happé & 
Charlton, 2012). Of the research that has focused on middle to late adulthood, studies 
have included adult participants who received a diagnosis in childhood or early 
adulthood (e.g. Griffith et al. 2011), have mostly focused on males (Hickey et al., 2018; 
Elichaoff, 2015; Punshon et al., 2009) or have not discussed gender as a factor (Lewis, 
2016). Thus, there remains a scarcity of research that investigates the specific 
experiences of adult females, especially those in middle and later adulthood. In adult 
ASC diagnostic services, the gender ratio is lower (approximately two males to one 
female) than in child services up to 11 years (approximately five males to one female) 
suggesting that females tend to be missed earlier in life (Rutherford et al. 2016). 
Therefore, focusing research on older females will likely lead to improved 
understanding of a more representative sample of autistic females than observed in 
research solely investigating younger age groups.  
Two recent studies have begun to address the gap in understanding of the adult 
female experience of diagnosis. An online study by Lewis (2017) demonstrated that 
females receiving a diagnosis of ASC in adulthood reported significantly more severe 
barriers to diagnosis than males. The nature of barriers experienced were broad ranging 
5 
 
ZLWK³Foncern that I will be evaluated but will not be diagnosed with ASD because of 
P\JHQGHU´³GLIILFXOW\ILQGLQJDQ$6'VSHFLDOLVWZKRDOVRVSHFLDOL]HVLQP\JHQGHU´
DQG³FRQFHUQWKDW I will be told I am µmaking up¶ V\PSWRPV´GHPRQVWUDWLQJWKH
largest difference in mean severity between males and females. The prevalence of 
these issues is concerning and indicates that, currently, autistic women feel 
misunderstood. Bargiela et al. (2016) investigated the experiences of adult females 
diagnosed between nineteen and thirty, noting that late-diagnosed women tend to 
express elements of the female autism phenotype that are under-represented in samples 
of those identified in a timely fashion, thus providing insight into how such 
characteristics led them to being missed by clinical services earlier in life. The females 
in Bargiela et al.¶VVWXG\ described misunderstood needs and ongoing mental 
health difficulties and findings suggested camouflaging behaviours, internalising and 
stereotyped understandings influencing later diagnosis. However, to date, no qualitative 
interview studies have specifically focused on the experiences of females receiving their 
diagnosis in middle to late adulthood. Given what is known about the likelihood that 
IHPDOHV¶QHHGVDUHXQGHUUHFRJQLVHG*RXOGDQGWKHLUVXSSRUWQHHGVRIWHQ
misunderstood and misattributed to different diagnoses (Attwood, 2007; Eaton, 2018), a 
comprehensive understanding of the experience of older autistic females is needed. 
Thus, the goal of the current study is to better understand the lived experience of autistic 
females who receive a diagnosis in middle to late adulthood.  
 
Method 
Methodological approach 
This study employed a qualitative design, using Interpretative Phenomenological 
Analysis (IPA) with semi-structured interviews. IPA studies enable focus on subjective 
accounts of specific lived experiences of the individual, and how individuals respond to 
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and interpret these experiences (e.g. Macleod et al., 2016; Pietkiewicz & Smith, 2014; 
Smith et al., 2009). Data is analysed via an in depth iterative process where the 
UHVHDUFKHUHQJDJHVLQDµGRXEOHKHUPHQHXWLF¶SURFHVVPDNLQJVHQVHRIKRZLQGLYLGXals 
make sense of their world. The analytic process is designed to give a voice to individual 
participants, by providing an interpretative account of their experiences in their unique 
context (Larkin & Thompson, 2012; Larkin et al., 2006; Smith et al., 2009). Ethical 
approval was obtained via the Integrated Research Application System (IRAS, 218102) 
and from Sheffield Health and Social Care NHS Foundation Trust for governance.  
Participants 
Participants were 11 female adults who had received an ASC diagnosis at or 
over the age of 40 years. Recruitment was via a local NHS diagnostic service. 
Participants were excluded from taking part in the study if they lacked capacity to 
provide consent; were born male (i.e. individuals were not included if they had 
transitioned from male to female); did not identify as female; were unable to speak 
English. See Table 1 for demographic information. 
Procedure 
Three autistic adults were consulted via the local NHS diagnostic service when 
developing the interview schedule. The main adaptations based on these discussions 
related to prompts to support understanding. Participants were interviewed in person by 
the first author. The interview schedule was developed based on the aims of the project 
and in line with methodological guidance (Larkin & Thompson, 2012; Smith et al., 
2009). Previous research findings and interview questions from Punshon et al. (2009) 
were used to support this development. The main interview questions are listed in Table 
2. Interviews lasted between 35 and 95 minutes. Participants were debriefed at the end 
of each interview. 
Analysis  
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Following each interview, notes were made by the interviewer to consider non-
verbal interactions, emotions, and personal thoughts as part of the researcher reflexivity 
process. These notes were referred to when undertaking the analysis to ensure the 
results were drawn from the data and to support transparency. The interviews were 
transcribed verbatim. Transcripts were read alongside recordings and initial ideas noted 
GRZQµOLQHE\OLQH¶RQWKHWUDQVFULSWLQWKHULJKWKDQGPDUJLQ1RWHVIRFXVHGRQ
linguistic processes, conceptual ideas and descriptive comments made by participants. 
Next, tentative emerging themes were noted in the left hand margin of each transcript. 
Then, themes were grouped together with the use of notes and conceptual maps, based 
on their characteristics and given initial codes for all transcripts. Data was analysed as a 
whole by exploring overlapping themes, concepts, exceptions and clustering themes 
DORQJVLGHWKHRU\DQGOLWHUDWXUH7KLVFRQWLQXHGXQWLODOLVWRIRYHUDUFKLQJµVXSHURUGLQDWH¶
and subthemes were developed. The contribution of participants to each theme was 
recorded. An independent audit of each stage of the analytic process was conducted on 
three of the transcripts by a peer to ensure a high standard of rigor. 
 
Results 
Analysis of the data produced four superordinate themes, along with sub-
themes. These are specified in Table 3. and discussed below. All participant names are 
pseudonyms used to maintain anonymity. Some quotes have been edited to support 
FODULW\IRUWKHUHDGHUDQGPLVVLQJGDWDLVUHSUHVHQWHGE\WKHXVHRIµ«¶ Additional 
explanations of points are LQFOXGHGZLWKLQµ>@¶  
Theme 1 - A hidden condition 
 
This superordinate theme considers the hidden nature of ASC in females, 
including attempts to make sense of themselves in a world comprised of a myriad of 
µQRUPV¶DQGH[SHFWDWLRQV    
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Pretending to be µQRUPDO¶1 and fitting in. (IIRUWVWRµILWLQ¶ZHUHLQIOXHQFHGE\
several factors, including confusing social interaction attempts and perceived failures. 
)RUVRPHµXQVXFFHVVIXO¶FRQQHFWLRQVOHGWRLQWHUQDOLVHGEHOLHIVWKDWWKH\ZHUH³wrong´
³broken´RU³bad´$OLFH2OLYLD/LO\ This appeared to relate to a need for acceptance 
that at times was so strong, some participants took on a persona that was ego dystonic in 
order to fit in: 
³«LWVWDUWHGDWVFKRRODQGLWZHQWRQWRFROOHJHDVZHOO«>,ZRUH@GLIIHrent 
FORWKHVWRHYHU\WKLQJWKDW,ZRUHDWKRPH«,KDWHGWKLVSHUVRQWKDW,SXW
RQ´+DQQDK 
Women had several motivations for disguising their true selves. These included 
attempts to develop relationships. For others, the aim was to blend in and not appear 
µGLIIHUHQW¶ 
³,QHYHUIHOWOLNH,ILWWHGLQDQ\ZKHUH«RWKHUSHRSOHMXVWVHHPHGVR± like their 
OLYHVKDYHDOZD\VVHHPHGPXFKHDVLHU«WKH\¶YHMXVWVHHPHGWRGRWKLQJV
ZLWKRXWWKHZKROHWKRXJKWSURFHVVWKDW,KDYHWRJRWKURXJK´5XE\ 
Strategies were developed to try to cope in a social world. Some appeared to be 
unconscious or less deliberate. Others were practised with the aim of learning social 
UXOHVDQGDSSHDULQJµQRUPDO¶ZKHQPDNLQJFRPSDUDWLYHHYDOXDWLRQVWRSHRSOHZKR
appeared to be part of the VRFLDOQRUPRUµLQ-JURXS¶ These strategies were effortful and 
sometimes avoidance of social contact was reported as being a preferable strategy. For 
many, pre-diagnosis, hiding or mimicking served a survival function. However, the 
consequences of doing so were complex, with some feeling deeply unhappy and 
exhausted. In part, this was due to many attempts not appearing successful, leaving 
participants feeling on the periphery despite considerable efforts.  
                                                          
1
 Use of the word µnormal¶by some participants refers WRµQHXURW\SLFDO¶RUQRQ-autistic people 
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Mental health and mislabelling. Experiences of mental health difficulties were 
expressed and, for some, this was associated with complex family histories, trauma, 
struggling in school, and bullying. Participants often reported that their experience was 
not understood by professionals. Lily described seeking support within mental health 
services leading to several diagnoses which did not explain her experiences. Failure to 
find an appropriate understanding or formulation added to the sense of confusion. This 
appeared to factor in her exhaustion with life, and attempts to end her life: 
³>&OLQLFLDQ@ZRXOGVD\µRK\RX¶YHJRWERUGHUOLQHSHUVRQDOLW\GLVRUGHU¶«,
H[SODLQHGWRKLPH[DFWO\ZK\,ZDVQ¶W%3'«,ZDVQ¶WJHWWLQJDQ\DQVZHUV,
just stopped going. I just stopped asking for help, I just stopped, you know, 
ORRNLQJIRUDQVZHUV´/LO\ 
³,ZDVH[KDXVWHGWU\LQJWRILJXUHLWRXW«ZK\WKLQJVZHUHVRGLIIHUHQWIRUPH
DQG«E\WKHWLPH,KDGJRWWRWKDWGLDJQRVLV,ZDVDOUHDG\KDOIGHDG,ZDV
DOUHDG\LQDIXQFWLRQLQJGHSUHVVHGVWDWH´/LO\ 
Participants described not only significant ongoing battles with their mental health, but 
this being entwined with a battle to understand themselves. Within their descriptions is 
an implied power imbalance where labels were enforced upon them. When receiving 
(non-autistic) diagnoses, some described self-doubt, struggling to trust their own 
judgements even when they knew the suggested diagnoses did not adequately describe 
or help them: 
 ³«JRWWRDSRLQWZKHUH,ZDVDOPRVWFRQYLQFHGWKDWWKH\ZDQWHGWREHULJKW
DQG,¶GDctually buried some deep trauma and I had no memory of it and I 
started questioning the whole ± OLNHHYHU\WKLQJ´0LD 
As well as resulting in missed support opportunities and misattributed blame, 
SDUWLFLSDQWV¶H[SHULHQFHVOLNHO\UHVXOWHGLQRQJRLQJFRQIXVion about identity. Many 
appeared to have internalised unhelpful messages, leading to a devalued sense of self 
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DQGVWURQJO\KHOSHGEHOLHIVRIEHLQJIXQGDPHQWDOO\³mental´.DWH³wrong´$OLFH
2OLYLD&HOLDRU³defective´/LO\$OLFH0LD  
Theme 2 - The process of acceptance 
This superordinate theme describes participants making sense of their diagnosis, 
grieving and adjusting, alongside re-experiencing memories with a new understanding.
 Initial reactions and search for understanding. The experience of the diagnostic 
process was described. 7KHDVVHVVPHQWVZHUHRIWHQLQWHQVHO\HPRWLRQDO³sad´5XE\
DQGHYHQ³harrowing´2OLYLD Many experienced anxieties about the unexpected and 
fear that they may receive no further answers. For others, it was painful to re-experience 
emotions associated with past experiences.  
Some had spent a long time considering what the outcome may be and their 
initial reactions acted as confirmation about what they had been researching pre-
diagnosis, providing a sense of relief, calm and validation. For some, this was coupled 
ZLWKDVHQVHRI³vindication´$OLFHWKDWH[SHULHQFHVWKH\ZHUHDVKDPHGRIFRXOGEH
explained. 7KHUHOLHIGHVFULEHGDFURVVWKHGDWDLQFOXGHGD³eureka´/LO\PRPHQWIRU
some, a realisation that diagnosis allowed them to end the arduous search to understand 
how they experienced the world. 
Some described conflicting feelings initially. One, of relief and at times, 
³elation´2OLYLD But also frustrations about what this might mean for their sense of 
identity and the potential for diagnosis to be limiting forced them to question 
themselves:  
 ³«,WKRXJKWµDP,MXVWDQ\WKLQJRWKHUWKDQWKHVHV\PSWRPV"¶8PWKDWUHDOO\
XSVHWPH«,VRUWof started doubting my ability to do my job´(Celia) 
For Elizabeth, one of the more difficult emotions was a feeling of shame:  
³«NLQGRIDVKDPHGRIP\VHOIEHFDXVH,ZDVOLNHµRKWKLVLVQ¶WDQLFHWKLQJ
EHFDXVHLW¶VKDSSHQHGDWDODWHDJH¶´ 
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Her description suggests a fear about what being diagnosed at her age might mean. This 
may be exacerbated by the fact that, being autistic was never something she had 
considered and seeking a diagnosis was instigated by others. Thus, receiving a diagnosis 
required a significant shift to a new way of thinking about who she now was. 
For many, the diagnosis created a springboard for learning and understanding 
with several participants describing an active process of researching what autism meant 
for them: 
³«,JRWWRZRUN«OHDUQLQJHYHU\WKLQJ,FRXOG«UHDGLQJHYHU\WKLQJ«,NQRZ
HYHU\WKLQJWKHUHLVQRZKD,UHDGHYHU\WKLQJ´/LO\ 
/LO\¶VGHVFULSWLRQVXJJHVWVDIRFXVHGDSSURDFK For Olivia, the process of understanding 
the diagnosis provided her with a sense of purpose and possibly control over developing 
a new understanding of herself in the world: 
³«LWJDYHPHDVHQVHRISXUSRVHLWZDV« µWKDW¶VZK\,GRQ¶WXQGHUVWDQGDOORI
WKLVQRZ,FDQJRDQGUHVHDUFKZK\,GRQ¶WXQGHUVWDQGWKDW¶$QGWKHUHZDVWKDW
sense of VRPHWKLQJQHZDQGVRPHWKLQJQHZWRUHVHDUFK´ 
Alongside researching, some found connecting with others helped to develop their 
understanding. This included accessing groups with other autistic adults. For years, the 
understanding of the self had been limited and at times negatively prescribed by others. 
Research and connections provided concrete information participants could relate to and 
autonomy in this meaning making process.    
 Reliving life through a new lens. Several participants described a process of 
looking back, reliving their lives with a new perspective after diagnosis. For many, this 
happened almost instantly and for others, continued several years later. The 
metaphorical lens that participants had previously viewed their lives through had been 
coloured in part by the fact that they did not understand their experiences. Some 
participants described reliving past experiences as a process that was somewhat out of 
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the conscious awareness in a way that took them back to that time and magnified those 
memories:   
³«\RXUOLIHIODVKHVEHIRUH\RXUH\HV«WKRXVDQGVRIPHPRULHVFRPLQJEDFN
FRQVWDQWO\RIµRK,UHPHPEHUZKHQWKLVKDSSHQHG«WKDW¶VZK\,KDGD
PHOWGRZQDQGFRXOGQ¶WXQGHUVWDQGZK\¶´$OLFH 
In the moment, a different understanding of themselves had likely shaped 
SDUWLFLSDQWV¶UHDFWLRQVWRWKRVHH[SHULHQFHVDQGWRKRZWKH\WKRXJKWRIWKHPVHOYHVLQ
the social world. To experience this and to describe it during the interview was 
emotional for several participants:  
³,W¶VJRRG«DWOHDVWQRZ,XQGHUVWDQGZK\,¶YHIHOWWKHZD\,KDYHDORWRIWKH
WLPHDQGZK\,¶YHEHHQWKHZD\,DPDORWRIWKHWLPHDVZHOO6RUU\LW¶VPDNLQJ
PHUHDOO\HPRWLRQDO´5XE\ 
Although these revelations in light of diagnosis felt positive, both quotes suggest a 
sadness and pain associated with not having these understandings earlier. With those, 
these life experiences may have been more manageable and provided answers to things 
that in the moment were confusing and at times devastating.  
For some participants, reliving the past allowed them to shape interpretations 
and of others in the present:  
 ³«WDNLQJP\GDXJKWHUWRFOLQLFV«,¶GVD\µ,WKLQNLW¶VEHFDXVHRIWKLV¶DQG,¶G
H[SODLQURXQGLWDQGWKH\¶GEHOLNHµZRZRKWKDW¶VUHDOO\LQWHUHVWLQJDQG,WKLQN
that \RX¶UHDEVROXWHO\ULJKW¶´+DQQDK 
For Hannah, reflecting on her childhood helped her to express to professionals what her 
daughter (also autistic) may be experiencing. Hannah was experiencing an ongoing 
battle for her needs to be recognised by certain services. Feeling powerless, increasing 
the knowledge of others allowed her to elicit some control over how her daughter was 
interpreted and supported.   
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Grief and reflections on the past. Although the expression of grief was unique to 
each participant, the experience included several common emotional elements.  
Many participants explicitly referenced their experience post-diagnosis including a 
grieving process. Most portrayed a sense of sadness for their pre-diagnosis self and the 
significant struggles which may have been easier had their needs been understood:  
³«,IHOWUHDOO\EDGIRUP\VHOIDVDFKLOG«EODPLQJP\VHOIIRUWKLQJV«QRW
EHLQJJRRGHQRXJK«RUEHLQJVORZDQGQRWOLNHHYHU\ERG\HOVH´+DQQDK 
³«WRWKLQNWKDW¶VKRZWKDWFKLOGZDVWUHDWHG,W¶VUHDOO\VDG´5XE\ 
6RPHGHVFULEHGFXUUHQWIHHOLQJVRI³anger´0DULHWKDWWKHLUGLIILFXOWLHVZHUHQRW
understood earlier. For Elizabeth, learning that others had suspected she was autistic, 
exacerbated this anger about what might have been with an earlier understanding: 
³>VKHVDLG@µ,DOZD\VNLQGRIWKRXJKW\RXPLJKWKDYHDXWLVP¶$QG,GLGQ¶WVD\WR
KHUEXW,WKRXJKWVRZK\GLGQ¶W\RXGRDQ\WKLQJ"´ 
Many participants felt that through learning and understanding what autism meant for 
them, and through new experiences, they had moved overall to a place of self-
acceptance. However, grief was a fluid and ever changing process including many 
experiencing fluctuations in mood and periods of loss and fear about the lifelong nature 
of autism: 
³«\RXVRUWRIUHDOLVHWKDW\RX¶UHVWXFNOLNHWKLVIRUHYHUUHDOO\VRWKDW¶VD
ELW«,W¶VDELWRYHUZKHOPLQJ«,¶PJRLQJWRVWUXJJOHZLWKWKLQJVIRUWKHUHVWRI
P\OLIHWKDW¶VKDUG´&HOLD 
Theme 3 - The impact of others post-diagnosis 
This superordinate theme explores participants¶ interpersonal experiences post-
diagnosis and the impact on their lives in several settings.   
Initial reactions of others. Some shared their diagnosis immediately, while 
others were more cautious about potential reactions. Some had positive experiences, 
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leading to a feeling of gratefulness about being finally accepted for who they are. This 
included continuing to be treated as individuals by the important people in their lives. 
For others, this highlighted a contrast to their earlier experiences:  
³«EOHVVHGWRKDYHVXFKORYHO\SHRSOHDURXQG«FDUHHQRXJKDERXWPHQRWWREH
ERWKHUHGE\P\ZHLUGTXLUNVDQGIXQQ\ZD\V«,WPDNHVDFKDQJHDIWHU\HDUVRI
EXOO\LQJDQGEHLQJSHQDOLVHGIRUEHLQJRGG´0HUUHOO 
For some, an openness of important others to understand what it meant for them to be 
autistic provided opportunities to develop communication. For Celia, this allowed for 
positive relationship changes as her husband became more attuned to her needs:  
³«KH JRWUHDOO\LQWRUHVHDUFKLQJLW«LW¶VUHDOO\LPSURYHGRXUUHODWLRQVKLS
EHFDXVHKH¶VUHDOLVHGQRZWKDWDORWRIWKHDUJXPHQWVZHKDGZHUHPH
PLVXQGHUVWDQGLQJZKDWKH¶GVDLGDQGKLPPLVXQGHUVWDQGLQJKRZ,¶GUHDFWHG´  
In contrast, some participants found others being unsure what to do with the information 
RUIHHOLQJOHWGRZQE\XQKHOSIXODQG³patronising´UHDFWLRQV2OLYLD0DULH 0LD¶VH[
SDUWQHU¶VDSSURDFKKDGWKHSRWHQWLDOWROHDYHKHUIHHOLQJVHOI-conscious or that her 
behaviour somehow needed modifying to meet the societal ideal:  
³«LIKHFRQVLGHUHG,ZDVWDONLQJWRRPXFKLIZHZHUHZLWKRWKHUSHRSOHKH
ZRXOGOLNHNLFNPHWRWHOOPHWRVKXWXS«,MXVWIRXQGLWGLIILFXOW´ 
For Ruby, she felt most supported and validated by others online, or by her work 
colleagues. However, she experienced family members as dismissive with them not 
appearing to recognise the magnitude of what it meant to receive the diagnosis: 
³«,MXVWH[SHFWHGKLP>KXVEDQG@WRVD\VRPHWKLQJ«RUUHDOLVHKRZPDVVLYH
this was for me and he GLGQ¶WIRUDJHVDQGDERXWWZRZHHNVODWHU,MXVWVDLG
µORRNWKLVLVKXJHIRUPH«WR\RX,¶PQRGLIIHUHQWEXWWRPH,¶PFRPSOHWHO\
GLIIHUHQW¶´ 
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Elizabeth received several helpful and positive reactions. However, she described an 
ongoing fear of disclosing. Some reactions highlighted the potential for invalidation, 
leading her to be selective when seeking support: 
³«ZKHQ,WROGP\GDG«KHZDV«µ<RXGRQ¶WKDYHDXWLVP\RX¶UHSHUIHFW
7KHUH¶VQRWKLQJZURQJZLWK\RX¶«KHWKLQNV,¶PKLVSHUIHFWOLWWOHJLUO«ZKR¶V
JRWQRWKLQJZURQJZLWKKHUVR,FDQ¶WWDONWRKLPDERXWLI,¶YHKDGDEDGGD\´ 
The narrative, of being µperfect¶ suggests a neurotypical ideal with the implied opposite 
EHLQJµLPSHUIHFW¶DQGDXWLVWLF It is possible that this message contributed to the 
difficulty Elizabeth described with integrating autism as a part of her identity and fear of 
judgement.  
 Stereotyped assumptions. )RUPDQ\WKHDIRUHPHQWLRQHGQHHGWRµPDVN¶RU
develop a persona changed post-diagnosis. However, some participants experienced 
inner conflicts, wanting to show their true selves, but being fearful of reactions. For 
some, stereotyped assumptions about ASC, likely based on pre-existing schema led to 
frustrations about meeting the expectations of others: 
³«LWPDNHVPHDlittle bit cross, that they think I should fit into some sort of 
VWHUHRW\SH6RPHWLPHV,IHHOWKDW,¶POHWWLQJWKHPGRZQEHFDXVH,GRQ¶WDFWKRZ
WKH\WKLQN,VKRXOGGR´&HOLD 
Some transitioned from a psychological position of seeking to hide their true selves to 
feeling invisible and dismissed, fighting for their true needs to be recognised (for 
example, in the benefits system). Some postulated that the amount of effort placed on 
previously camouflaging their behaviours directly affected how they were viewed post-
diagnosis:  
³«DQ\RQHZKR¶VJRWWRPLGGOHDJHZLWKXQGLDJQRVHGDXWLVPKDVKDGWR
EDVLFDOO\GR2O\PSLFOHYHOWUDLQLQJLQKRZWREHDQRUPDOSHUVRQ«>ZKHQ,@
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DSSHDUVRUWRIQRUPDOWKDWLVEHFDXVHRIWKH\HDUVRIDFWXDOHIIRUWWKDW,¶YHSXW
into it.´$OLFH 
Several participants experienced tailored and helpful support, with many describing 
supportive adaptations at work. However, some had continuing battles for these 
adaptations to be made. Others volunteered to offer training within their workplaces to 
add to knowledge. 
Some experienced the diagnosis limiting the options for support that was 
individualised as people made assumptions about how they fit into a label based 
category. At times, this included a loss of mental health support. For Marie, this 
approach to supporting her in college felt oppressive and narrow in its view of who she 
is as an individual:  
³-XVWVWRSORRNLQJDWWKDWGDPQZRUGWKDWGDPQZRUGGRHVQ¶WPDNHPHPH´ 
Theme 4 - A new identity on the autism spectrum 
 This superordinate theme describes participants navigating relationships and 
changing relationships, alongside an ongoing process to understand how autism relates 
to who they are.  
Negotiating relationships, connections and community. Many participants 
described ongoing changes in relationships post-diagnosis. Some included familial 
relationships and old friendships evolving supportively in light of new understandings: 
³«KH¶OO>KXVEDQG@QRZWDNHWKHOHDGLQVLWXDWLRQVZKHUHKHNQRZV,¶PQRW
comfortable, whHUHDVEHIRUHKHMXVWWKRXJKW,ZDVEHLQJDZNZDUG´&HOLD 
Others made life-changing relational decisions. Previously stuck in a passive position 
EDVHGRQRWKHUV¶H[SHFWDWLRQVRIKHUDVDZRPDQ/LO\WRRNFRQWURODQGHQGHGWKH
relationship with her husband. Some had experiences where they recognised friendships 
WKDWZHUHQ¶WVXSSRUWLYH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³«WKHLPSOLFDWLRQ«,ZDVDXWRPDWLFDOO\ZURQJEHFDXVH,KDGWKLV$VSHUJHU¶V
WKLQJ«6RWKDWZDVXQH[SHFWHGDQG,KDGWRZDONDZD\´$OLFH 
³«one person that I talk in confidHQFHWR«DQGWKH\WUHDWPHWKHVDPHDV
HYHU\ERG\HOVH7KHSHRSOHWKDWKDYHLJQRUHGPH,GRQ¶WZDQWWRNQRZ´.DWH 
The ability to make these changes signified a newfound confidence to live shaped by 
their values. ,WUHSUHVHQWHGDSDUDOOHOµOHWWLQJJR¶RIan old life, pre-diagnosis, one where 
they no longer needed to assimilate to meet the social norm. 
Descriptions suggest an intrinsic need for belonging, where participants found 
positives and validation in relating to others and recognising strengths, many of whom 
IRXQGIULHQGVKLSVµRIIOLQH¶GLIILFXOW For some, they found a shared value and identity, 
contrasting with past self-beliefs, and at times devaluation by others: 
³,¶YHQHYHUILWWHGLQWKDWMLJVDZSX]]OH«>QRZ@,ILWVRPHZKHUH,EHORQJ
VRPHZKHUHZLWKRWKHUSHRSOHVRPHZKHUHZKRDUHOLNHPH<HVLW¶V
JRRG´5XE\ 
Conversely, Elizabeth, engaged in ongoing camouflaging behaviours: 
³,ZRQ¶WDOZD\VWHOOKLP>KXVEDQG@WKDW,GRQ¶WXQGHUVWDQGWRPDNHLWOHVV
HPEDUUDVVLQJEXWWKHQREYLRXVO\WKDWPDNHVWKLQJVWHQWLPHVZRUVH«´ 
The description suggests a belief that accepting support from others may mean 
accepting she is autistic, something she is not ready to do. In not doing so, she 
recognises this contributing to relational difficulties.  
Changing wellbeing and views of the self. Diagnosis and new understandings 
provided many with the opportunity to let go of blame. Recognition that it was ok to be 
who they were rather than meet some idealised version of the self was freeing: 
³,IHHOIUHHYHU\PXFKPRUHIUHH´/LO\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Many described ongoing anxiety and depression. However, others reported that 
adaptations they were able to make in their life meant that they experienced much less 
distress than previously: 
³,GRQ¶WJHWDVPXFKDQ[LHW\DV,XVHGWR«EHFDXVH,¶YHJRWEHWWHU
understanding of ± DQGEHFDXVH,XQGHUVWDQGLWEHWWHU,¶PDFWXDOO\DEOHWRGHDO
ZLWKLWEHWWHU«6R, EXLOGVWUDWHJLHVDURXQGWKDWUHDOO\´0HUUHOO 
Some, knowing mental health difficulties were still a fluctuating part of their lives, 
GHVFULEHGILQGLQJZD\VWRSURDFWLYHO\GHYHORS³coping mechanisms´$OLFH&HOLDWR
reduce the likelihood of becoming overwhelmed, experiencing elevated anxiety or 
³going into crisis´/LO\ This included managing social situations by doing the things 
that they could cope with and letting go of associated guilt. Descriptions suggest a 
newfound permission for participants to meet their own needs and a developing identity 
as someone who no longer needed to conform to be acceptable: 
³,IHHODORWEHWWHUDERXWP\VHOI«,FDQEHKDSSLHUEHLQJP\VHOIUDWKHUWKDQ
WU\LQJWRIL[P\VHOIDQGFKDQJHP\VHOIDQGILWLQ´5XE\ 
Many were kinder to themselves, signifying a progression from self-criticism to self-
compassion: 
³«to understand where those difficulties and stresses are coming from makes a 
GLIIHUHQFHLQWHUPVRIKRZ,WKLQNDERXWP\VHOI´0LD 
This extended to engaging in soothing, often practical and enjoyable self-care activities, 
such as art, communicating online, spa days, learning and gardening.  
The meaning of diagnosis. A minority of participants struggled to find overall 
value in the diagnosis whilst struggling with acceptance. However, others described it 
PHDQLQJ³everything´/LO\5XE\ Elaborations focused on newfound confidence to 
trust their own judgements, having a voice in society and recognising their contributions 
as valid and important: 
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³«other SHRSOHKDYHEHHQWHOOLQJ\RXIRU\HDUV\RX¶UHZURQJQRZ,WUXVWWKDW
JXWLQVWLQFWEHFDXVH,NQRZWKDW,¶PDJURZQZRPDQDQG,NQRZZKR,DPQRZ
6RLW¶VPRUHSRZHUIXO´/LO\ 
For some, the fact that their experiences could be explained was a novel thing, having 
lived for so many years searching for understanding: 
³«LWPHDQVWKHUHLVDORJLFDOUHDVRQIRUP\LUUDWLRQDOEHKDYLRXUDQG,OLNHWKDW
,OLNHWKHUHWREHDUHDVRQIRUHYHU\WKLQJ«,FDQSUHSDUHP\VHOIEHWWHU´&HOLD 
The understanding was of profound importance, allowing several participants to make 
VHQVHRIDSDUWRIWKHLU³identity´+DQQDKRQHWKDWLGHQWLILHGSDUWRIZKRWKH\ZHUH
DQGSURYLGHGD³framework´0LDIRUOHDUQLQJDQGLPSURYLQJWKHLUZHOOEHLQJ This 
extended to feeling there was power, strength and pride in diagnosis. Many experienced 
DFKDQJLQJYLHZRIWKHPVHOYHVLQVRFLHW\RQHWKDWZDVµGLIIHUHQW¶WRVRPHEXWWKDW
difference was in fact neurodiversity and something to celebrate. Alongside pride 
participants felt in being individuals, some also recognised the resilience they had 
drawn from to overcome so much pre-diagnosis, a strength that they felt able to 
capitalise on with the support of diagnosis: 
³«,¶YHRYHUFRPHVRPDQ\WKLQJVLQP\OLIHEHFDXVHRIP\LQQHU
VWUHQJWK«QRZ,IHHOHYHQPRUHSRZHUIXOQRZWKDW,¶YHJRWP\GLDJQRVLVWREDFN
PHXSDQGWRSXVKPHDORQJWREHHYHQVWURQJHUVWLOO´5XE\ 
 
 
Discussion  
This study aimed to investigate the lived experiences of females being diagnosed 
autistic in middle to late adulthood using a qualitative interview methodology, 
Interpretative Phenomenological Analysis (IPA). The analysis revealed four 
superordinate themes: A hidden condition; The process of acceptance; The impact of 
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others post-diagnosis; A new identity on the autism spectrum. The themes are discussed 
below to consider how the current study relates to and extends existing knowledge.   
Consistent with previous theorising, many participants referred to 
µFDPRXIODJLQJ¶WKHLUFKDUDFWHULVWLFV%DUJLHODHWDO; Hull et al., 2017). This was 
PRWLYDWHGE\DGHVLUHWRµILWLQ¶WRQDYLJDWHVRFLDOUHODWLRQVKLSVDQGWREHKDYHDVWKH\
µVKRXOG¶E\VRFLHWDOVWDQGDUGV These attempts to cope often exacerbated difficulties 
with mental health, consistent with previous literature (Cage et al., 2017). In the current 
VWXG\WKHQHHGIRUDFFHSWDQFHLQWRWKHVRFLDOµLQ-JURXS¶SUH-diagnosis was evident. 
Awareness of remaining on the periphery despite significant effort was intensely 
distressing. Consequently, several women developed an internalised view that they were 
intrinsically flawed.  
Mental health difficulties were present across the data, with many still 
specifically experiencing anxiety and low mood post-diagnosis. Some had been 
frequently mislabelled and misdiagnosed, consistent with previous findings (Bargiela et 
al., 2016; Eaton, 2018). For some, mental health struggles included past suicide 
attempts and self-harm. One influence on declining mental health pre-diagnosis was the 
lack of agency women had in understanding themselves, something these women had 
lived with for many years. This extends the current literature by highlighting that 
misdiagnosis and mislabelling was not only about a lack of understanding of autistic 
females across services, rather it also related to power issues where others made 
overarching statements about who participants were. Female struggles with 
empowerment are evident in many domains and societal dimensions (Ballon & 
Yalonetzky, 2018). In the current study, it was evident that participants experienced 
feelings of disempowerment whilst trying to understand themselves in a confusing 
world that exacerbated self-doubt, shame and negative self-image. The issue of power 
imbalance between healthcare professionals and patients and service users hinders 
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shared decision making in clinical settings (Joseph-Williams et al., 2014). It is also an 
issue that can emerge between participants and researchers (Kitchin, 2000). One way to 
reduce the effects is for individuals to be involved in the development of research and 
services via a participatory model (Fletcher-Watson et al., in press), thus the balance of 
power can be shifted more towards a needs based model of research and service 
provision.  
Several participants expressed relief post-diagnosis. For some, this included a 
VHQVHRI³YLQGLFDWLRQ´UHGXFLQJORQJ-standing shame associated with social 
misunderstandings. Others feared what diagnosis may mean for them, particularly at 
this stage of life. For many, diagnosis gave women the opportunity to commence a 
meaning making process, as seen in previous findings (Baldwin & Costley, 2016). The 
current study provides more insight into this process. For many, this was the initial step 
in regaining control of self-understanding.  
Many participants reflected back on their life, both during assessment and post-
diagnosis, as reported in previous literature (Hickey et al., 2018). It was painful to 
interpret life experiences in a new light, one where they were not to blame. For some, 
this included fear about the reality of ASC diagnosis. However, for many, expression of 
JULHIUHODWHGWRWKHLQWHQVHSDLQIRUDOOWKH\KDGSUHYLRXVO\HQGXUHGOHDGLQJWRµORVV¶RID
life where they were understood by themselves and others. Thus, increasing self-
acceptance highlighted the sense of pain of what they had endured. Some found this 
JULHIFRPSOLFDWHGWRSURFHVVOHDYLQJWKHPµVWXFN¶LQDSODFHRIGHVSDLUDERXWKRZ
things could have been different.  
Many participants experienced supportive reactions and adaptations post-
diagnosis. The study highlighted the importance of reactions that were validating and 
provided opportunities for relationship development. Post-diagnosis, some participants 
recognised that camouflaging had unintentional consequences, with females being able 
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to IXQFWLRQµVXFFHVVIXOO\¶LQFHUWDLQVLWXDWLRQV, leading to ongoing unrecognised needs, 
as seen in findings by Tint & Weiss (2017). Additionally, previously held schemas of 
others about ASC potentially contributed to difficulties, including lost benefits and 
battles for support. This appears to be specific to the experience of females, with their 
presentation not fitting previously male conceptualisations of ASC. Stereotyped 
understandings of ASC will likely increase the likelihood that females will not be 
referred for diagnoses in childhood (Dworzynski et al., 2012). A further problem caused 
E\RWKHUV¶PLVXQGHUVWDQGLQJVDQGXVHRIVWHUHRW\SHV as highlighted by Treweek et al. 
(in press), is that this leads to negative consequences for autistic individuals, such as 
prejudiced behaviour and bullying. Given the amount of emotional distress experienced 
by women, this study emphasises the importance of developing an understanding of 
ASC in females across educational, governmental and employment settings to reduce 
the likelihood of women enduring the same.  
3UHYLRXVILQGLQJVVXJJHVWWKRVHYLHZLQJ$6&DVDIRUPRIµQHXURGLYHUVLW\¶
positively relate it to the self (Kapp et al., 2013). Thus, unhelpful narratives experienced 
by two participants post-diagnosis may have partly influenced difficulties they 
experienced integrating diagnosis into their identity. Diagnosis in middle to late 
adulthood likely also shaped this experience. Participants had experienced many 
significant life-stages without a diagnosis. )RUVHYHUDOZRPHQWKHSURVSHFWRIDµQHZ
OLIH¶DWWKLVDJHZDVSV\FKRORJLFDOO\GDXQWLQJWRFRQWHPSODWH 
Participants described changing relationships post-diagnosis. Some found 
comfort in identifying with others within the female autism community, suggesting, for 
some, a pull for relating and group membership. Previous findings indicate a sense of 
belonging to be of value to autistic women (Bargiela et al., 2016). Some still found 
social experiences difficult, but many found ways to navigate relationships, letting go of 
guilt associated with meeting their own needs. Several participants found power in 
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diagnosis, relinquishing the need to assimilate to the societal norm, allowing them more 
choice in the trajectory of relationships. For many, this process took time. However, for 
several women, the diagnosis provided a sense of permission to develop an identity 
where they were acceptable as they were. This study extends previous understandings 
about what diagnosis can mean to individuals. For many, this signified transitions to a 
place of self-compassion which was proactively nurtured by engaging in activities 
consistent with their needs. Some also experienced a sense of pride in being an autistic 
IHPDOHHPSKDVLVHGE\QHZIRXQGEHOLHIVWKDWEHLQJµGLIIHUHQW¶ZDVDFFHSWDEOH 
The themes that emerged from this work dovetail with some themes that have 
emerged from other recent work aiming to better understand the experience of 
adulthood for autistic individuals. For example, the extent to which autism is a hidden 
condition clearly fits with discussion of intentional camouflaging of symptoms in 
females (Cage & Troxell-Whitman, in press; Tierney et al., 2016; Hull et al., 2017). The 
process of acceptance that the participants in the current study were going through 
echoed some experiences reported by autistic adult females by Milner et al. (in press). 
The themes of interpretation of self and self-identity were also described by a much 
broader group of autistic adults reported by Tan (2018). Further, participants in the Tan 
(2018) study also discussed the benefits of finding a new community which was along 
similar lines to the points made by participants in the current study on finding a new 
identity on the autism spectrum. Finally, discussions around the impact of others and 
struggling with the stereotyped assumptions that were often made, was aligned with the 
findings of Treweek et al. (in press) who observed that autistic adults felt that 
misunderstanding of autism by others had negative effects and consequences for them 
as individuals. 
It is important to recognise that IPA studies have some inherent differences to 
other methodologies. IPA studies do not seek to be produce generalizable results, rather 
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findings from IPA studies are deemed to have potential relevance to other similar 
contexts as judged by the reader (Larkin & Thompson, 2012). Now that this study has 
produced detailed themes, further research would be required to examine the extent to 
which these might be generalizable. A survey-type study, potentially administered 
online, using a combination of quantitative and qualitative questioning could be one 
approach to do this.  
An important issue to be considered in the transferability of the findings is 
consideration is that in the current sample, some individuals were recently diagnosed 
and others were diagnosed up to nine years previously, hence time since diagnosis could 
have had an impact on the nature of responses. Future research may wish to consider 
experiences at additional time points post-diagnosis in order to understand the 
progression of adjustment experiences. It was clear from the interviews that participants 
in the current study did not feel that their needs had been met by services and this had 
resulted in negative consequences. It is important that future research establishes how 
services should be improved and where the gaps in knowledge are of individuals who 
work in these services in order that the needs of autistic adults are met. We anticipate 
that a participatory approach (Fletcher-Watson et al., in press) would be optimal in 
order that services can be tested on, and improved in relation to, the factors that are 
most important to autistic individuals. Here we considered the experiences solely of 
women who received a diagnosis on the autism spectrum in middle to late adulthood 
who were able to engage in a spoken face-to-face semi-structured interview. This 
decision was to ensure a degree of homogeneity in our sample, as is required for IPA 
studies. However, it will also be important to consider the experiences of less 
cognitively able individuals, by using more flexible methodologies, and other genders in 
order that their experiences can also be understood. This is particularly important as 
being diagnosed in middle to late adulthood is becoming increasingly common but this 
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age group is currently very under-represented in terms of the published autism research 
literature. 
Implications for clinical practice of the present study should be considered. 
While a minority of participants in the current study were struggling to find value in 
their GLDJQRVLVRWKHUVGHVFULEHGLWDVPHDQLQJ³HYHU\WKLQJ´LQGLFDWLQJWKHLPSRUWDQFH
of receiving an autism diagnosis for many, even though they had already lived so many 
of their adult years without being diagnosed autistic. There were many participant 
reports on experiences of not being understood by professionals and the negative 
consequences of power imbalances, with the perception being that this was one factor 
that had contributed to declining mental health. It is therefore vital that clinicians 
possess a broad, comprehensive and up to date knowledge of autism in order to 
effectively and flexibly conduct diagnostic assessments and minimise the possibility of 
mislabelling, which can have severe and enduring consequences. It is important that 
clinicians do not over rely on the reports of others when considering whether a 
diagnosis is appropriate, as the participants here reported a high degree of 
camouflaging, even with very close family members. It will be important that clinicians 
engage individuals in discussion with regards to disclosure as it was clear from this 
study that there are a range of possible consequences to consider. Participants reported 
an ongoing battle for needs to be recognised by certain services indicating their 
experience was that understanding of autism in professional services is still relatively 
poor. The process of coming to terms with receiving an autism diagnosis happens over a 
long period of time. The participants here tended to report experiencing grief and a 
sense of sadness for their pre-diagnostic self, hence ongoing support will likely be 
needed as people go through the process of coming to terms with being given an autism 
diagnosis. Clinicians should consider ways to support autistic women to foster self-
compassion due to its value within the sample. 
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Conclusions  
Findings suggest widespread limited understandings of ASC in females, which 
influenced late diagnosis in the current sample. They also highlight issues of power and 
control, where autistic females reported times pre-diagnosis of feeling powerless or 
experiencing power imbalances. Post-diagnosis, participants overall had increased sense 
of agency, allowing them to take control of and make sense of their own experiences. 
Pre-diagnosis, participants reported misplaced labels and misdiagnoses being enforced 
upon them, contributing to ongoing battles with mental health, identity and a devalued 
sense of self. For many, diagnosis was an incredibly painful process as they re-
experienced and grieved such a significant period of life. It is evident that diagnosis 
achieved in a timely manner would likely alleviate the distressing way life had been 
experienced by participants in the current study. It is paramount that training for 
professionals in mental health services, schools and wider agencies takes place to 
reduce the likelihood of unmet needs taking a significant toll on wellbeing in autistic 
women, and this should be delivered, at least in part, by those with lived experience. 
Results emphasise the value of understanding oneself within a diagnostic framework 
where needs and strengths can be assessed, nurtured and supported.  
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Table 1.  
Participant demographics 
 
Participant Age Age at 
diagnosis 
Diagnosis Additional current diagnoses Preferred terminology 
1 50 45 ASª  ADHDd $VSHUJHU¶V 
 
2 43 40 ASDb  ADHD 
Dyslexia 
 
Autistic 
 
 
 
3 53 50 HFAc Dyslexia Not known 
 
4 43 40 HFA Epilepsy Autistic 
 
5 47 40 AS None Autistic 
 
6 51 48 AS PTSDe Aspie 
ASC 
 
 
7 64 62 HFA Learning difficulties $XWLVWLF$VSHUJHU¶V 
OTSf 
 
8 53 48 AS Dyspraxia OTS 
 
9 60 51 AS ADHD OTS 
 
10 44 44 ASD  None $VSHUJHU¶V 
 
 
11 51 49 ASD Depression Autism 
Note. a = Asperger Syndrome, diagnostic description based on previous diagnostic criteria; b = Autism Spectrum 
Disorder (American Psychiatric Association, 2013); c = High Functioning Autism, a term used within the 
clinical service to describe level of cognitive ability; d = Attention Deficit Hyperactivity Disorder; e= Post 
Traumatic Stress Disorder; f = on the spectrum. 
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Table 2.  
Interview schedule 
 
Question number Question wording 
1.  What was the exact diagnosis you were given?  
2. What was your experience of receiving the diagnosis? Can you tell me about that day? 
3. How were you with the diagnosis of (insert name the participant uses) in the first 3 
weeks after you had received it?  
4. Since that first few weeks, has anything changed?  
5. How has receiving the diagnosis affected your life in any other ways that we have not 
yet spoken about?  
6. What does the diagnosis mean to you now?  
7. Has receiving the diagnosis affected how you see yourself? 
8. Has receiving the diagnosis of (insert name the participant uses) affected your 
relationships with other people?  
9. Is there anything else that you feel would be important for me to know about your 
experience of receiving a diagnosis of (insert name the participant uses) 
The interview was recorded using an encrypted digital audio recorder. 
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Table 3.  
Emergent themes and sub-themes, including the number of participants mentioning each 
 
Theme Subtheme Frequency 
A hidden condition  3UHWHQGLQJWREHµQRUPDO¶DQGILWWLQJ in 9 
 Mental health and mislabelling 9 
The process of acceptance Initial reactions and search for understanding 11 
 Reliving life through a new lens 10 
 Grief and reflections on the past 11 
Post diagnostic impact of others Initial reactions of others 11 
 Stereotyped assumptions 8 
A new identity on the autism spectrum Negotiating relationships, connections and community 8 
 Changing wellbeing and views of the self 10 
 The meaning of diagnosis 10 
 
 
 
 
 
 
 
 
 
